
Living wills can help doctors and patients
talk about dying
They can open the door to a positive, caring approach to death

Many people are unaware of living wills but are highly
interested once they hear about them. Schiff et al de-
scribed finding that elderly inpatients are confused by the
term “living will,” but most would welcome the chance to
discuss issues about facing the end of life, and many would
want to limit their health care if they were terminally ill.1

In an assessment of the understanding of living wills in the
United States some time ago, a similar state of affairs was
found.2 This juxtaposition of ignorance and interest raises
an important question: What is this apparent appetite to
discuss and prepare for dying?

When lawyer Louis Kutner proposed the notion of a
living will in 1969, he was responding to the fear that
technology was driving physicians to impose life-
sustaining treatment on patients who might not want it.
The living will was seen as a simple device to allow patients
to say no, even if they were too ill to communicate. The
first living wills used phrases such as avoiding “heroic treat-
ment” in the face of a “hopeless prognosis,” and states
passed legislation to give legal sanction to physicians hon-
oring such directives throughout the United States. But
physicians found difficulty translating these dispositions
into specific treatment choices. A new wave of work be-
gan: the development of validated worksheets.3

It is difficult to turn subjective phenomena such as a
person’s values and goals for care in hypothetical scenarios
into objective criteria. But psychometricians have set out a
series of standards for the valid framing of topics and for
eliciting and recording opinions, wishes, and reasoning.4

So the living will movement, which aimed to elicit pref-
erences on how decisions should be made and by whom,
tried to apply these standard procedures.5-9 In the process
of developing validated forms, it became clear that they
needed to be used as worksheets to facilitate discussions
and the making of decisions.10

Moving away from the notion of a legal defense against
aggressive physicians, the living will movement realized
that it is the process that is the central issue. The main
outcome was to honor the best available portrait of pa-
tients’ desires. A good process had to do with several more
things: the patients having a chance to consider and have
some control over their last chapter of life, the proxy de-
cision makers being ready for their roles, and the families
having a chance to talk about issues relating to end of life
and to resolve personal matters. Dying, it emerged, was a
taboo topic that patients and families wanted to repossess.

But studies showed that living wills did not achieve
their goal.11 Some commentators advocated dropping the
whole idea. Meanwhile, the hospice movement and pal-

liative care services were gaining prominence, and pioneer
clinicians were trying to integrate both concepts into
medical practice.12,13 Both movements accepted advance
care planning as central to their philosophy of total care.

Eventually, living wills came to be seen as a vehicle for
achieving greater wisdom and skill in a fundamental aspect
of health care and a civilized approach to mortality. Ad-
vance care planning is a process of discussion, a compo-
nent of care. Worksheets are for helping reflection and
deliberation and for team building between the profes-
sionals and families and the patient. Legal documentation
has a small but legitimate role. The outcomes are quality
experiences for dying persons and for those caring for
them. Most people facing terminal illness want to secure
dignity, comfort, control, and a chance to leave a purpose-
ful legacy. They do not want to burden their loved ones.
Advance care planning with quality care at the end of life
can, if done well, provide these things for most people.14

Yet, few physicians or patients initiate discussions on
advance care planning. Possibly a natural ceiling exists, in
that only about half of patients have estate planning wills,
let alone living wills.15 But progress may be hard to mea-
sure and better than we think. The best discussions and
plans for care may never be documented in a discrete,
recognizable living will. Desired outcomes of peace and
resolution are hard to measure and hard to compare with
a suitable control group.

It is likely that most of us could improve the way
we talk with, plan with, and care for patients and their
families as they approach death. Validated worksheets
need to be developed for different populations. Out-
come measures for quality care at the end of life will
need to be more sophisticated and focused on subjec-
tive, meaningful experiences of patients and families.16

Skills in breaking bad news and sharing decisions can
be adapted for different cultures; skills in discerning the
needs of the proxy or family and supporting them for the
patient can be made suitable as well. Dying is, in the end,
normal in all contexts, and the challenge is the same: can
we really care for those of us who are facing our last life
chapter?
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